Electronic Supplementary Material 1. Description of a small pilot study
In a small pilot study, 4 patients from the EURORDIS UK network or the Patient Group Consultative Forum (PGCF) completed a survey about their views on the use of patient-friendly terms in the adverse drug reaction (ADR) report form. The age of these patients ranged from 27 to 72 and three patients were male.
All patients indicated that they would prefer to describe the ADR in their own words rather than selecting a term from a list. They indicated that they can provide more accurate information when describing the ADR themselves and that this will not confront them with medical terms: A patient indicated that the use of standard terms in the ADR report form could be a good idea for people who cannot express themselves. Other patients mentioned that the use of standard terms should be presented in non-medical terms and that there should be an option to fully describe the ADR and an option to report ADRs that are not in the list.
In the same survey, the patients evaluated the understandability of a sample of terms from the patient-friendly terms list. They were asked to indicate for each term whether the term was in their opinion clear/unclear and whether the term would be clear/unclear for other people they know. In addition, they could indicate any suggestions for improving each term or they could add any comments. The selected terms were mainly terms considered by MSSO as potentially difficult terms for patients but contained also a sample of terms that were considered probably understandable. A total of 123 patient-friendly terms (i.e. 114 potentially difficult and 9 probably understandable terms) were evaluated by a patient:
Of the 114 potentially difficult terms:
 60 terms were unclear for the patient and considered to be unclear for other people;  36 terms were clear for the patient and considered to be clear for other people;  17 terms were clear for the patient but considered to be unclear for other people;  1 term was unclear for the patient and an evaluation for other people was lacking.
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Of the 9 probably understandable terms:  2 terms were unclear for the patient and considered unclear for other people; A few suggestions for improving the terms were given (see Table below ).
In conclusion, patients seem to prefer to describe an experienced ADR in their own words rather than selecting a term from a list. The currently available patient-friendly terms list needs to be further improved to better represent lay-terms. 
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